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treated in the NHS? It makes a difference to the use of the study's findings if the experiences concern NHS or private healthcare providers. It is also important to state the start and end dates of the study, as well as how long ago the participants had been going through treatment, because it is necessary to know if these participants are referring to a similar point in time. I would expect this to be designed so that their experiences were roughly in the same time period and relatively recent, so that the findings would be relevant to current practice.
Other information missing from the methods are: the length of the interviews and more detail on the process of recruitment.
2. My main concern with the results is that some of the quotations used to illustrate the issues did not appear to match with how the issues were subsequently described and presented.
For example, the first theme of 'lack of awareness' gave an example of 'lack of awareness among healthcare professionals'. But the following description and quotation did not appear to be lack of awareness but rather a lack of willingness to be open about the effects of the treatment. Then the next example under the same theme appears to describe a lack of joined-up care, rather than a lack of awareness.
I also found the use of the word 'invisibility' for the second theme to be slightly problematic. I feel that actually what was described was that the health professionals were perceived to be deliberately ignoring the disability or the effects of the disability. Whereas the use of the word invisibility suggests to me that the disability was hidden or not visible to the staff.
3. The third theme of physical inaccessibility has been described before but is an important point to raise. I thought the most interesting point was made on page 17 line 45 about the fact that people with disabilities are expected to conform with equipment rather than the other way around.
4. In the discussion I was confused by the paragraph on page 19, line 8-38. It was unclear how health professionals involved in the treatment of cancer would typically know about whether their patients had a disability (are they told by the GP?) and what would be the best strategy for them to be informed.
In addition, although beyond the scope of this paper, it would be valuable to discuss why you did not seek the views of health professionals.
5. The introduction is informative but could be improved by making it clear whether the previous evidence relates to England and Wales or not, given that this is the focus of the study.
This qualitative study has produced some important findings relating to gaps in cancer service provision for people with disabilities. The study design is well presented, and the approach to analysing and reporting the data is rigorous. The paper is well written with clear implications for service improvement. The authors present many examples of where service provision did not meet the person's needs, and only one brief exemplar which is in contrast to this. I wondered if there were other examples of where services were meeting individual's needs, as these examples also show insights into good practice. The discussion links the findings to other literature which shows gaps in health service provision for people with disabilities across a range of context. Given this study focused on people with cancer, it could be useful to explore more about unique issues that may be faced by this population (or comments on whether these issues are an underlying problem faced across all health care). It might also be useful for the discussion to include a more critical analysis of the broader social and structural reasons for the gaps in service provision for people with disabilities. This might strengthen the discussion about the multi-level implications of the study findings at the social, organisational and health care professional levels. It would be helpful to clearly define a few concepts that are used throughout the paper. 'Physical disability', 'access' (or 'accessibility') and 'cancer services'. There seems to be a slight conflation of the topics of 'access' (a service issue) and 'accessibility' (an issue related to environmental and social barriers that could be mitigated by providing assistive technology, aids and personal assistance). In terms of access (and that's why an operational definition of how it is understood in the context of this paper would be useful), barriers and enablers may be outside the health care system, for example having transportation or needed assistance may play a role. And health care system factors such as appointment scheduling, follow-up, etc. could be relevant. While 'accessibility' may relate to information, health service provider facilities, procedures or diagnostic, examination and treatment equipment and processes. In many instances, disability is not the result of one specific impairment but is the product of complex person x environment factors. Impairments may be physical as well as cognitive, sensory or speech related. It would be helpful to clarify the rationale for excluding people with sensory impairment and how this was established. Some people in the study had brain injuries or had impairments resulting from stroke. There was (rightly so) no consideration to exclude people based on potential cognitive and speech/language related impairments. What specific accommodations were put in place and which assistive technology was used to enable participation in the research study? Recruitment was undertaken predominantly through cancer organisations, and one disability organisation focused on spinal cord injury. What likely limitations may result from this for the study findings? Also, many people with cancer experience impairments related to the cancer diagnosis or treatment (radiological therapy, chemotherapy) they are receiving. Hearing, cognition, vision and mobility may be impaired. Would this have a bearing on the conclusiveness of findings and if so which? What are the implications of having more older people in the sample who are more likely to experience and report multimorbidity (cancer plus diabetes, stroke…PLUS diabetes)? It would be helpful to see some prevalence data about specific cancers and physical disability. There is, for example, some evidence that specific cancers (e.g. bladder) are more likely in people with spinal cord injuries than in the general population. Could data be provided on the sample about assistive device use (e.g. wheelchairs)? Explain that the study design is exploratory and cross-sectional Specific exclusion criteria alongside inclusion criteria Provide a rationale for why the study focused on barriers only and not on experiences with accessing cancer care services, which would have been more neutral and may also include enablers. This is particularly relevant in light of findings in that individuals do discuss not only access/accessibility but also issues at the intersection of disability and cancer symptomatology and challenges for clinical diagnoses and monitoring. Explain how literature specifically informed the interview topic guide Clarify how many face-to-face vs telephone interviews were conducted and if there had been any differences between the different modes of data collection?
REVIEWER
Provide slightly more detail on the data analysis process (codes identified; reduction of codes to themes etc. specific approaches to establish credibility -participant validation?). The identified themes seem somewhat broad and unspecific. For example, 'invisibility'. It would be helpful to explain this a bit more (provide a node description) -this should be made more explicit. A spinal cord injury is not invisible. Clarify the role of the lay members on the team. Embed the discussion on the broader literature (as said before) and in focus on cancer services.
VERSION 1 -AUTHOR RESPONSE
Reviewer: 1 Thank you for the opportunity to review this manuscript that highlights barriers to accessing cancer services for adults with physical disability. The manuscript is well-written and provides realistic recommendations to improve the care delivered to adults with disabilities. RESPONSE: Thank you for your comments.
Reviewer: 2 Thank you for your comments. Please find our responses below.
1. In terms of the methods, it should be made clear whether the participants were treated in similar hospitals, e.g. were they all treated in the NHS? RESPONSE: Yes, they were. This has now been clarified in the findings, under 'participants'.
2. It is also important to state the start and end dates of the study, as well as how long ago the participants had been going through treatment, because it is necessary to know if these participants are referring to a similar point in time. I would expect this to be designed so that their experiences were roughly in the same time period and relatively recent, so that the findings would be relevant to current practice. RESPONSE: The start and end dates are mentioned under 'data collection' and in the abstract. All participants, but one, went through treatment within an 8-year period; this is mentioned under 'participants'.
3. Other information missing from the methods are: the length of the interviews and more detail on the process of recruitment. RESPONSE: These have now been clarified, under 'study design and setting' and 'data collection'.
4. My main concern with the results is that some of the quotations used to illustrate the issues did not appear to match with how the issues were subsequently described and presented. For example, the first theme of 'lack of awareness' gave an example of 'lack of awareness among healthcare professionals'. But the following description and quotation did not appear to be lack of awareness but rather a lack of willingness to be open about the effects of the treatment. Then the next example under the same theme appears to describe a lack of joined-up care, rather than a lack of awareness. RESPONSE: Thank you for bringing this to our attention. We sought to further clarify what this theme includes and rewrote the opening paragraph. In brief, the connecting thread across all of the experiences included in this theme was the perceived lack of acknowledgment amongst health professionals about their disability-related needs, and an accompanying lack of consideration of the impact their actions could have on people with disabilities. We renamed this theme 'lack of awareness' to better reflect this.
5. I also found the use of the word 'invisibility' for the second theme to be slightly problematic. I feel that actually what was described was that the health professionals were perceived to be deliberately ignoring the disability or the effects of the disability. Whereas the use of the word invisibility suggests to me that the disability was hidden or not visible to the staff. RESPONSE: Thank you for highlighting this. As a team we found difficult to frame this theme in a way that did justice to the content. One of the first ideas was to highlighting the fact that professionals seemed to be ignoring disability. We concluded, however, that it was not so much about ignoring (although this was also happening) but rather making something invisible-when, often, it is not. In reflection, and aided by your comments, we think that 'unseeing' more accurately reflects what participants in this study felt that was happening. Disability was not invisible, but professionals were failing to recognise it and act appropriately.
6. In the discussion I was confused by the paragraph on page 19, line 8-38. It was unclear how health professionals involved in the treatment of cancer would typically know about whether their patients had a disability (are they told by the GP?) and what would be the best strategy for them to be informed. RESPONSE: We tried to clarify this, by stating that patients are expected to self-identify as disabled. While professionals will typically have access to people's medical notes, they may only focus on the issues related to cancer, or they may not know how to address disability-related issues. We have tried to clarify this in this paragraph.
7. In addition, although beyond the scope of this paper, it would be valuable to discuss why you did not seek the views of health professionals. RESPONSE: We agree this would be valuable and we have added a note about this in the second paragraph of the discussion.
8. The introduction is informative but could be improved by making it clear whether the previous evidence relates to England and Wales or not, given that this is the focus of the study. RESPONSE: We have highlighted the origin of some of the evidence. There is none from Wales, but there is some from England and from the UK in general.
Reviewer: 3
Thank you for your comments. Please find our responses below.
1. I wondered if there were other examples of where services were meeting individual's needs, as these examples also show insights into good practice. RESPONSE: In this article, we decided to focus specifically on barriers in order to highlight the obstacles faced by people with disabilities as they seek to access healthcare, rather than discuss their experiences more generally. We agree that further examples of good practice would provide important insights into good practice, but, all participants who reported positive experiences, repeated the same point regarding flexibility. Therefore, we decided to use one representative quote to highlight this; we also discuss this in the conclusions of the paper.
2. Given this study focused on people with cancer, it could be useful to explore more about unique issues that may be faced by this population (or comments on whether these issues are an underlying problem faced across all health care). RESPONSE: Thank you for this comment. In this article, we seek to explore people's experiences of barriers as they seek to access cancer services, at any level of care, with most of the participants talking about experiences of barriers encountered in primary and in acute hospital-care (we now explain this in the text). The current research applies a disability studies lens to cancer services research. We have clarified this epistemological stance at the start of the manuscript and have reordered the inclusion criteria to reflect this.
3. It might also be useful for the discussion to include a more critical analysis of the broader social and structural reasons for the gaps in service provision for people with disabilities. This might strengthen the discussion about the multi-level implications of the study findings at the social, organisational and health care professional levels. RESPONSE: Thank you for this suggestion. We agree that it is very important to critically discuss the broader reasons for the observed gaps. We expanded the first paragraph on page 21 to refer to these broader reasons. However, a fuller discussion of these falls outside the scope of this paper; we do, however, aim to discuss these in a separate paper.
Reviewer: 4
1. It would be helpful to locate the need for the study more clearly in the context of existing evidence around cancer care services. Over the last two decades, there have been numerous publications that describe access barriers to health care services for people with disabilities. Most of this work has been conducted in the United States (and one of the principal authors, Lisa Iezzoni has been cited), and even in the UK/Wales accessibility of health care for people with disabilities has been the topic of substantial interest (Sakellariou, Shakespeare and others have written about this). So, arguably, we know a fair bit about the experiences of people with disabilities in accessing health care. When we are considering the diagnosis or life with cancer, it would be good to know which services are the focus of the study. Primary care? Acute hospital-based care? Emergency services? Rehabilitative services and post-acute care? Or palliative care? If the focus is on barriers, it needs to focus on something specific; otherwise, the manuscript will reinforce simply what is already known about perceived barriers, and the added value is more limited. In other words, it would be helpful to focus a bit more on the specific knowledge in particular areas of cancer care that the paper addresses. RESPONSE: Thank you for this comment. We agree that there is a growing body of literature on the use of healthcare by people with disability (and also on their experiences). However, there is limited research (and very little from the UK, where the National Health Service purports of affording access to care to all) that has explored the nature of the barriers faced by people when accessing services. In this article, we seek to explore people's experiencesof barriers as they seek to access cancer services, at any level of care, with most of the participants talking about experiences of barriers encountered in primary and in acute hospital-care (we now explain this in the text). The current research applies a disability studies lens to cancer services research. We have clarified this epistemological stance at the start of the manuscript and have reordered the inclusion criteria to reflect this.
2. It would be helpful to clearly define a few concepts that are used throughout the paper. 'Physical disability', 'access' (or 'accessibility') and 'cancer services'. There seems to be a slight conflation of the topics of 'access' (a service issue) and 'accessibility' (an issue related to environmental and social barriers that could be mitigated by providing assistive technology, aids and personal assistance). In terms of access (and that's why an operational definition of how it is understood in the context of this paper would be useful), barriers and enablers may be outside the health care system, for example having transportation or needed assistance may play a role. And health care system factors such as appointment scheduling, follow-up, etc. could be relevant. While 'accessibility' may relate to information, health service provider facilities, procedures or diagnostic, examination and treatment equipment and processes. RESPONSE: Thank you for highlighting this issue. We have clarified our use of 'access' in the first paragraph of the introduction. We have also clarified our use of 'cancer services' (see response to comment above) and 'physical disability (response to comment below).
3. In many instances, disability is not the result of one specific impairment but is the product of complex person x environment factors. Impairments may be physical as well as cognitive, sensory or speech related. It would be helpful to clarify the rationale for excluding people with sensory impairment and how this was established. Some people in the study had brain injuries or had impairments resulting from stroke. There was (rightly so) no consideration to exclude people based on potential cognitive and speech/language related impairments. What specific accommodations were put in place and which assistive technology was used to enable participation in the research study? RESPONSE: Thank you for this comment. This is an issue that we spent considerable time discussing as a team when we were designing the study. The initial preference was to have the study open to all disabled people, acknowledging that disability emerges through the interaction of embodied and environmental factors. However, two main reasons shifted our focus towards 'physical impairment': a) The literature suggests people with physical impairments face several barriers accessing healthcare, and we wanted to explore whether that was also the case for people accessing cancer services in England and Wales, specifically focusing on this population, and b) The limited amount of funding, and also time, that was available to conduct the study, would not have made it realistic to substantially expand the study in terms of participants and data collection. In terms of specific accommodations, we were guided by the participants' needs. There was no need for the use of augmentative and alternative communication, but two of the participants decided to be interviewed together with their partners, to accommodate speech impairment. This has now been addressed under 'data collection'.
4. Recruitment was undertaken predominantly through cancer organisations, and one disability organisation focused on spinal cord injury. What likely limitations may result from this for the study findings? RESPONSE: We have addressed this in the second paragraph of the discussion.
5. Also, many people with cancer experience impairments related to the cancer diagnosis or treatment (radiological therapy, chemotherapy) they are receiving. Hearing, cognition, vision and mobility may be impaired. Would this have a bearing on the conclusiveness of findings and if so which? RESPONSE: Thank you for bringing up this issue. In this study, participants did not report experiencing impairments as a result of their treatment. Of course, the presence of such impairments could further complicate the barriers people with disabilities face, but we had no indication that the experiences reported by participants in this study were complicated by the presence of impairment related to diagnosis or treatment.
6. What are the implications of having more older people in the sample who are more likely to experience and report multi-morbidity (cancer plus diabetes, stroke…PLUS diabetes)? RESPONSE: We have now addressed this in the second paragraph of the discussion.
7. It would be helpful to see some prevalence data about specific cancers and physical disability. There is, for example, some evidence that specific cancers (e.g. bladder) are more likely in people with spinal cord injuries than in the general population. RESPONSE: We agree this information could offer useful background if we only included specific impairments, such as spinal cord injury. We did add a note on this and a reference in the second paragraph of the discussion. However, we could not find any evidence on prevalence data about specific cancers and physical impairment or disability more generally. We know that these data are available in cancer registers, but using this would require secondary analysis of the microdata, which is beyond the scope of this paper.
8. Could data be provided on the sample about assistive device use (e.g. wheelchairs)? RESPONSE: In light of the editor's suggestion to further anonymise the participants' table, we are reluctant to do this across the sample. But we did highlight assistive device use for the participants' whose quotations we are using.
9. Explain that the study design is exploratory and cross-sectional. RESPONSE: We added this in the first sentence of the methods and also in the abstract.
10. Specific exclusion criteria alongside inclusion criteria RESPONSE: We added this.
11. Provide a rationale for why the study focused on barriers only and not on experiences with accessing cancer care services, which would have been more neutral and may also include enablers. This is particularly relevant in light of findings in that individuals do discuss not only access/accessibility but also issues at the intersection of disability and cancer symptomatology and challenges for clinical diagnoses and monitoring. RESPONSE: We agree that a focus on experiences would have been more neutral. In this article, however, we decided to focus specifically on barriers in order to highlight the obstacles faced by people with disabilities as they seek to access healthcare, rather than discuss their experiences more generally. We have added this in the last paragraph of the introduction.
12. Explain how literature specifically informed the interview topic guide RESPONSE: Upon reflection, we concluded that this sentence was not accurate. The role of the literature was to give the research team an understanding of some of the barriers reported in the
